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Recommendations have been made that all patients developing seizures should be referred to specialist services for full in-
vestigation and assessment and re-referred for issues such as inadequate seizure control, consideration of drug withdrawal and
for pre-conceptual counselling. Bristol area general practitioners (GPs) were sent a questionnaire to determine their referral
practices for adult patients with epilepsy. Details of their current management of these patients and their requirements from
the specialist services were also obtained. Questionnaires were completed and returned by 67.8% of the GPs. Most referred
their patients to the neurological or neuropsychiatric services. More than 70% wanted their new patients to be assessed within
4 weeks. Approximately, half at least sometimes treated their patients before this assessment of which a third never or only
rarely sought advice as to the most suitable anticonvulsant. Most (71.5%) believed they had consultations with their patients
with epilepsy at least yearly; however, only 34.3% had a recall system for non-attendees. Two-thirds either currently audited
their practices or were willing to consider doing so, and 64.4% recognized a need for regular seminars on epilepsy. Few wel-
comed the introduction of joint clinics but two thirds believed co-operation cards could be useful. GPs in practices with an
epilepsy nurse specialist were more supportive of the use of co-operation cards and were more likely to be involved in audit.
Recommendations to improve the care provided by the Primary Health Care teams and aid communications with the specialist
epilepsy services are made.
c© 2001 BEA Trading Ltd
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INTRODUCTION
Epilepsy is the most common serious neurological
condition encountered in general practice. Most stud-
ies show that each year between 20 and 80 persons
per 100 000 experience epilepsy for the first time (ex-
cluding febrile seizures, single seizures and seizures
in acute illnesses). The prevalence of active epilepsy
is about 0.3–1% of the general population, whereas
the lifetime prevalence (excluding febrile convulsions)
is between 2 and 5%1. Extrapolating from these fig-
ures, a general practitioner (GP) with 2000 patients,
will care for about 10 patients with active epilepsy and
may see up to two new cases a year.
The US Commission for the Control of Epilepsy
and its Consequences2 calculated that out of an esti-
mated 10 persons with epilepsy, six would require lit-
tle medical attention (comprising those with seizures
in remission, those with mild seizures or undiagnosed
cases); three would require regular medical care (usu-
ally provided by both community and hospital ser-
vices) and one would require institutional care or
its equivalent. In 1969, the Reid report, People with
Epilepsy3, recommended the development of special-
ist centres for epilepsy at a regional or district level,
staffed by a ‘multidisciplinary team’. The general
practitioner (GP) should remain the primary doctor
caring for the health of the patient, but all patients
who develop seizures should be referred for full in-
vestigation and assessment by a specialist. This lat-
ter recommendation has been widely accepted, and
one study found that more than 90% of patients in
a practice in Southern England were referred4. The
former recommendation of dedicated epilepsy cen-
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tres was slow to be followed; however, a recent au-
dit of epilepsy services revealed that over half the ma-
jor neurological centres in the UK now have epilepsy
clinics5.
Brown et al.6, recommended early referral to a neu-
rological or specialist service, the patient ideally being
seen within 2 to 4 weeks of referral. They advocated
that the initial assessment, commencement of treat-
ment, and monitoring of response should be completed
within about 4 months. They suggested that after ini-
tial evaluation, 20–40% would need continued follow-
up by a specialist service, the remainder being referred
back to their GP after advice about treatment. They
stated that patients in remission could be re-referred
for consideration of cautious drug withdrawal. Pre-
conceptual counselling should be offered for the fe-
male patients and any patient still having seizures
5 years after diagnosis should be re-assessed6. They
also recommend that all the patients with epilepsy
should be seen by the Primary Health Care teams at
regular intervals (at least annually) to review their con-
dition, and they should be pro-active in this respect
and recall non-attenders6. They also, along with other
authors7, 8 advocate the use of co-operation cards to
improve communication between all those involved in
managing the patient’s epilepsy.
Epilepsy has been found to be an appropriate topic
for general practice audit. Previous studies9–13 have
found that patients were not always seen annually, and
in some cases inadequate information and advice were
given (including about diagnosis and driving regula-
tions).
Betts and Smith14 felt it was important to gain the
views of GPs themselves about the services they pro-
vide and their needs and requirements, in order to im-
prove care and liaison between primary and secondary
care. We decided to look at the situation in Bristol be-
cause the city is unusual in that there is a wide range of
specialists to whom GPs can refer their adult patients.
There are neurologists and general physicians in each
sector of Bristol. In addition, there is a neuropsychi-
atric unit that provides a fast track epilepsy clinic, is
involved in drug trials of new anticonvulsants and of-
fers assessment for epilepsy surgery.
Our objectives were:
(1) To determine the service requirements and au-
diting practices of the Bristol area GPs;
(2) To ascertain the expectations of the GPs of the
specialist services.
MATERIALS AND METHODS
All the GPs in the Bristol area were sent a ques-
tionnaire to determine to whom they refer their adult
patients with epilepsy, and what services they require.
Questions were also asked to determine the GPs cur-
rent management of their patients.
They were also asked whether they would be will-
ing to take part in an audit on the care of epilepsy in
their practice, whether they would welcome the intro-
duction of co-operation cards (similar to the ones used
for antenatal care), whether they would like to have
regular teaching on epilepsy and whether they would
be interested in joint clinics.
In addition, during the study period (1995) an
epilepsy specialist nurse worked with patients and
staff, in seven general practices in the North West of
Bristol. Along with providing information, advice and
support to the patients, she educated the primary health
care teams and organized epilepsy study days15. The
responses from the questionnaires received from the
GPs in these practices were analysed separately.
RESULTS
Of the 460 GPs working in the Bristol area at the time
of the survey, 312 returned fully completed question-
naires (67.8%). All the sectors of Bristol were repre-
sented by these responses. In some group practices one
GP completed the questionnaire on behalf of the other
partners. Ten of the completed questionnaires were
from GPs in the practices with input from the epilepsy
nurse specialist.
Most GPs referred their patients to the neurol-
ogy (280/312, 89.7%) or neuropsychiatric (205/312,
65.7%) services, with only 39 (12.5%) referring to the
general physicians. There was much overlap—some
of the doctors commented that they always chose the
same service out of habit or for historical reasons, oth-
ers chose according to individual patient need. Some
stated that they only referred patients to neuropsychi-
atry if they had additional psychiatric problems. Over
70% of the GPs desired their new patients to be seen
within 4 weeks of referral.
The GPs were also asked whether they treated their
new patients before assessment by the specialist ser-
vices, and if so whether they sought advice about
the most suitable anticonvulsant before initiating this
treatment, (Table 1). Only 37, (11.9%) never treated
their patients before being seen. Of these, 14 desired
their patients to be seen within 2 weeks of referral, a
further 19 within a month, three within 6 weeks and
one within 3 months. In total, 49% at least sometimes
treated their patients before they were assessed and
of these, a third (34%) rarely or never sought advice
about the most suitable drug. In contrast, 80% of the
GPs with an epilepsy nurse at least sometimes treated
their patients before assessment with only a quarter
rarely or never requesting advice. The anticonvulsants
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Table 1: Questionnaire responses re treatment before specialist opinion.
Questionnaire Number of GPs obtaining advice before treatment initiation
responses
Initiation of Never Rarely Sometimes Often Always
treatment before
specialist opinion
Never N/A N/A N/A N/A N/A
n = 37 (11.9%)
Rarely 8 34 34 27 19
n = 122 (39.1%)
Sometimes 12 26 62 15 9
n = 124 (39.7%)
Often 5 9 10 2 1
n = 27 (8.7%)
Always 0 0 2 0 0
n = 2 (0.6%)
chosen by the GPs to treat their adult patients included
carbamazepine (51 GPs), sodium valproate (41 GPs),
phenytoin (25 GPs), benzodiazepines: diazepam or ni-
trazepam (4 GPs), phenobarbitone and ethosuximide
(one GP for each drug). Many of the respondents did
not answer this question and there was some overlap as
several doctors listed more than one drug. Three com-
mented that they would consult the British National
Formulary (BNF) and 16 stated that it would depend
on the type of attack.
The GPs were asked to estimate how often they
assessed their adult patients with epilepsy. In total,
223 (71.47%) believed they followed up their patients
at least yearly, with 13.5% admitting to not know-
ing. However, only 34.3% of GPs had a recall system
for non-attendees. Similarly 70% of the GPs with an
epilepsy nurse stated that they assessed their patients
at least yearly and 40% had a recall system. The two
groups differed, however, in that while the majority of
GPs stated that they routinely reviewed their patients
annually, those in the practices with a specialist nurse
believed they assessed them every 6 months.
At the time of the study only 16.4% of the GPs over-
all audited their management of patients with epilepsy,
however 50.6% were willing to consider doing this,
leaving a third who felt they were unable to consider
this at present. However, 60% of the GPs with an
epilepsy nurse were currently auditing their practices
and a further 30% were willing to consider doing so.
The services required by the GPs of the specialist
services are shown in Table 2. Overall, 64.4% of the
GPs replied that they would welcome regular teach-
ing on epilepsy as part of their PGEA commitment—
many commented that they would also be interested in
teaching on other neuropsychiatric topics, for exam-
ple, movement and sleep disorders.
Table 2: Services required by the GPs from the specialist
services.
Results for all GPs: n = 312
Service required Yes No Unsure
(%) (%) (%)
Teaching on epilepsy 201 76 35
(64.4) (24.4) (11.2)
Joint clinics 51 183 78
(16.4) (58.6) (25)
Co-operation cards 207 65 40
(66.4) (20.8) (12.8)
Results for GPs with nurse specialist: n = 10
Service required Yes No Unsure
(%) (%) (%)
Teaching on epilepsy 5 2 3
(50.0) (20.0) (30.0)
Joint clinics 2 3 5
(20.0) (30.0) (50.0)
Co-operation cards 8 0 2
(80.0) (20.0)
Only 16.4% of the GPs felt that joint clinics with
specialist epilepsy services would be a good idea and
58.6% felt there was no need for this. However, 66.4%
believed co-operation cards would be useful, with only
20.8% replying that they were unnecessary, comment-
ing that they preferred communication via letters, tele-
phone or E-mail. Similarly, few (20%) of the GPs with
a specialist nurse wanted joint clinics; however, rather
more (80%) thought co-operation cards would be de-
sirable.
Table 3 shows the advice requested by the GPs
from the specialist services. Most (88.1%) at least
sometimes requested information about stopping an-
ticonvulsants, slightly less sought advice about driv-
ing/legal matters (62.5%); however, 88.8% wanted ad-
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vice about pre-conceptual counselling and pregnancy.
Again, differences were found in the GPs with a spe-
cialist nurse, with only half needing advice about driv-
ing/legal issues but all at least sometimes requiring ad-
vice about stopping medication and about pregnancy.
Table 3: Advice required by the GPs from the specialist
services.
Results for all GPs: n = 312
Advice required Always Often Sometimes Rarely Never
(%) (%) (%) (%) (%)
Stopping AEDs 41 84 150 37 0
(13.1) (26.9) (48.1) (11.9)
Driving/legal 18 42 135 105 12
(5.8) (13.5) (43.3) (33.6) (3.8)
Pregnancy issues 62 105 110 35 0
(19.9) (33.7) (35.2) (11.2)
Results for GPs with nurse specialist: n = 10
Advice required Always Often Sometimes Rarely Never
(%) (%) (%) (%) (%)
Stopping AEDs 1 1 8 0 0
(10.0) (10.0) (80.0)
Driving/legal 1 2 2 4 1
(10.0) (20.0) (20.0) (40.0) (10.0)
Pregnancy issues 1 6 3 0 0
(10.0) (60.0) (30.0)
DISCUSSION
Epilepsy is frequently misdiagnosed. The main differ-
ential diagnoses being, syncope (both reflex and car-
diac), panic attacks, hypoglycaemia, narcolepsy, tran-
sient ischaemic attacks and non-epileptic attack dis-
order8. Accurate classification of the seizure and syn-
drome type may help determine aetiology and prog-
nosis and have implications for the choice of treat-
ment. Chaplin et al.16, noted that in the early stages
of epilepsy, psychosocial effects are closely related to
the severity of the epilepsy (recency of last seizure
and total number of seizures experienced). Several au-
thors17–19 have shown that the prognosis of epilepsy
is worse the greater the number and frequency of
seizures experienced before treatment. The Medical
Research Council has also found that factors associ-
ated with poor prognosis following antiepileptic drug
withdrawal include the number of seizures prior to
control and a prolonged interval between the onset
of seizures and initial seizure control20. A special-
ist clinic should provide a more rapid and accurate
diagnosis and offer more effective treatment, which
should result in seizure control at an earlier stage and
a better prognosis.
All the GPs that replied to the questionnaire re-
ferred new patients suspected of having epilepsy to
the specialist services, as recommended by the 1969
Reid report3. However, approximately half sometimes
treated their patients before this assessment and of
these, a third never or only rarely sought advice as
to the most suitable anticonvulsant. This is of con-
cern because the patient may have been misdiagnosed
as having epilepsy and therefore be receiving unnec-
essary anticonvulsants. Also although all the anticon-
vulsants chosen by the GPs (except nitrazepam) are
recognized antiepileptic drugs; it is recognized that
certain anticonvulsants may be more efficacious for
certain seizures21–23 and others may be ineffective or
even worsen seizures21.
Brown et al.6, also recommended that the patients
should be re-referred for consideration of drug with-
drawal and pre-conceptual counselling. Although
most GPs appeared to be seeking this advice, it is con-
cerning that 11.9% stated that they rarely needed ad-
vice about stopping anticonvulsants, and 11.2% stated
they rarely needed advice about pregnancy. All the
GPs with an epilepsy nurse specialist stated that they
might at least sometimes require advice about these
topics. Perhaps the education provided by the nurse
had increased the GPs awareness of the risks involved
in these areas.
Several authors advocate the use of co-operation
cards6–8 and two thirds of the GPs also thought they
could be useful. This card could contain details of the
epilepsy and seizure types, including ILAE classifica-
tion24, 25, previous history of status epilepticus, along
with documentation of whether non-epileptic attacks
are known to occur and their description. Investiga-
tion results, date of last seizure and medications past
and present, (including reason for changing and anti-
convulsant levels with normal ranges) could be doc-
umented. A counselling checklist for issues such as
driving, contraception and safety in employment and
leisure activities could also be included. Co-operation
cards would assist communication between relevant
medical and paramedical staff, and would also help
casualty staff in the event of an emergency. In addi-
tion, as patients tend to consult different GPs within
the practice26, a co-operation card could be used to
co-ordinate the advice and counselling given27.
More than two thirds of the GPs surveyed believed
that their adult patients with epilepsy were assessed
by the Primary Health Care team at least yearly (fol-
lowing Brown et al.6’s recommendations). Another re-
cent study reported that 42%28 of GPs believed that
they reviewed their patients with epilepsy ‘regularly’.
Our findings were based on self-report measures and
since 65.7% admitted to not having a system to re-
call non-attendees, this may be an over-estimate, as
Ridsdale et al.27, found that only 17% of patients from
six practices had an arrangement to see their GPs reg-
ularly. Furthermore, only 16.4% of the GPs in our
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study were currently auditing their practices to estab-
lish whether these estimations were correct; however,
this rate of audit of epilepsy in general practice is sim-
ilar to that of 20% found by Chappell and Smithson28.
Some interesting differences were found between
the GPs overall and those with an epilepsy nurse, al-
though the number in the latter group is too small to
permit statistical evaluation. More of the GPs with ac-
cess to the nurse at least sometimes prescribed anti-
convulsants before the patient was seen by the special-
ist services and most (75%) tended to ask advice as to
the most appropriate drug. These GPs were also more
likely to be involved in audit. Mills et al.15 found that
communication was improved in the practices with the
specialist nurse. Our study supports this finding in that
these GPs tended to see their patients more frequently
and most thought co-operation cards would be useful.
In addition, our study suggests that the education pro-
vided by the nurse may have increased awareness of
the issues involved during pregnancy and in initiating
and terminating AED treatment.
In summary, it was reassuring that so many of the
GPs returned their completed questionnaires and ex-
pressed an interest in improving the care of their
patients with epilepsy. It was also encouraging that
64.4% were interested in regular teaching sessions on
epilepsy and 67% of GPs were currently either per-
forming or willing to consider auditing their practices.
Limitations of this study include only using self-
report questionnaires to determine the practices of the
GPs. Also, the lack of anonymity and the forced choice
responses of several of the questions may have gener-
ated misleading results. In addition, although the re-
sponse rate was high, 32% of the Bristol area GPs did
not return a fully completed questionnaire. Unfortu-
nately, it was not possible to compare demographic de-
tails of the responders with the non-responders; how-
ever, it was reassuring that responses were obtained
from all areas of the Bristol region.
Our recommendations following this survey are a
trial introduction of co-operation cards, more teach-
ing sessions on epilepsy, encouragement of the GPs to
audit their practices and for a more widespread imple-
mentation of a recall system for non-attendees. GPs
should also be encouraged to re-refer patients for pre-
conceptual counselling and monitoring during preg-
nancy; and for reassessment prior to consideration of
drug withdrawal when in remission. The number of
completed questionnaires from the practices with in-
put from the specialist nurse was too small to draw
firm conclusions although our findings suggest that the
introduction of such a nurse may help increase aware-
ness of the difficult issues involved in the treatment
of epilepsy.
Finally, although most specialist services attempt to
assess all new patients within a month of referral, if
this is not possible or if in individual cases the GP feels
the patient requires urgent medication, the GP should
be encouraged to seek telephone advice regarding the
most appropriate anticonvulsant for that patient.
Lawrence29 stated that traditional general practice
care of epilepsy is a ‘combination of referral and ne-
glect’. The results of this questionnaire study would
indicate that in the Bristol area, GPs did refer their
patients for diagnosis, but did not always re-refer for
other specialist advice. No evidence of ‘neglect’ was
identified; however, an audit may help to confirm this.
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